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with	 carer	 co‐researchers	during	data	 collection;	 here	 the	 co‐researcher's	wish	 to	
offer	support	and	advice	to	research	participants,	a	moral	imperative,	was	in	conflict	





unteers	and	 improve	relevance	and	quality	of	 research	but	 it	 is	a	complex	activity	
which	 is	socially	constructed	 in	flexible	ways	with	variable	outcomes.	 It	cannot	be	
assumed	to	be	simple	or	universal	panacea	for	increasing	the	relevance	and	acces‐
sibility	of	research	to	the	public.
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1  | INTRODUC TION
Drawing	 on	 lived	 experiences	 from	 ‘experts	 by	 experience’	 to	
enable	patient	and	public	 involvement	(PPI)	 is	now	expected	and	
often	 reported	 as	 integral	 to	 ‘good’	 research	 design.	 In	 applied	
health	and	social	care	research,	funders	may	require	PPI	activity	
to	be	specified	in	applications	and	expect	PPI	to	improve	the	qual‐
ity	 and	 public	 relevance	 of	 research.1,2	 Public	 discourses	 of	 PPI	




research,	 an	 individual's	 clinical	 dementia	 symptoms,	 alongside	
carers’	and	researchers’	desires	to	‘protect’	potentially	vulnerable	









dementia	 and	 their	 family	 carers.	We	use	 case	 studies	 to	 identify	
theoretical	and	moral	challenges.
Patient	and	public	involvement	is	rooted	within	the	participa‐








researchers	 in	 developing	 and	 applying	 for	 research	 grants.9	 An	
extended	 form	 of	 PPI	 activity	 is	 co‐	 or	 peer‐researchers,	where	
people	with	 lived	experience	of	 the	 condition	under	 study	work	
alongside	academic	researchers.10,11	Co‐research	is	relatively	un‐
common	in	dementia	research.	Challenges	to	involvement	include	
preconceived	 ideas	 on	 acceptability	 of	 the	 activity.12Latterly,	
























Conceptual	 frameworks	may	 ground	 PPI	 activity	within	 ideological	
rights	and	values,	which	reflect	on	and	redress	power	imbalances.23 
Such	 a	 framework	 would	 compel	 activity	 that	 includes	 voices	 of	




The	 impact	 of	 PPI	 activity	 on	 research	quality,	 or	 on	 links	 be‐
tween	 benefits	 and	 economic	 costs,	 is	 rarely	 reported.24,25 More 
holistic	knowledge	on	PPI	activity	would	entail	reporting	the	com‐














enable	people	with	dementia	 to	 remain	 independent.27Several	dis‐
tinct	types	of	PPI	were	planned,	including	PPI	advisory	members	and	
co‐research	with	people	with	dementia	and	carers	(see	Figure	1).	All	
PPI	 activity	was	 costed	 to	 finance	 six	monthly	PPI	 advisory	 group	
meetings;	PPI	volunteer	attendance	at	management	meetings;	 and	




Society,	 dementia	 support	 groups	 and	 personal	 contacts.	 During	
data	 collection,	 we	 were	 unable	 to	 recruit	 people	 with	 dementia	


























2  | CRITIC AL C A SES









applicant:	 here	 PPI	 members	 share	 responsibilities	 with	 academic	
co‐applicants	 for	 governance	 and	 study	 delivery.9	 The	 co‐applicant	
role	 implies	 significant	contractual	 involvement	over	 the	 lifetime	of	
the	research,	contradicting	expectations	that	PPI	activity	is	solely	and	




F I G U R E  1  Types	of	patient	and	public	involvement	(PPI)	activity	in	The	PRIDE	Study
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and	 researchers’	 assumptions	 about	 PPI	 roles	 and	 activity	 became	












analysis	 outputs,	 discussing	 results	 and	dissemination	 plans.	 In	 this	
project,	the	PPI	advisory	group	shaped	public‐facing	documents	such	
as	newsletters	and	 information	sheets.	They	also	 identified	specific	
research	 questions	 which	 expanded	 the	 research	 team's	 analyses.	
However	during	a	review	of	PPI	activity,	we	revisited	advisory	group	
minutes	and	realized	we	did	not	explicitly	acknowledge	by	talk,	or	our	






















about	 whether	 the	 results	 were	 credible.	 PPI	 members	 cited	 their	





several	 years	earlier	 and	who	had	been	 involved	 in	many	other	 re‐
search	projects,	appeared	to	have	more	experience	of,	and	trust	 in,	
the	 analysis	 process	 as	 authentic	 and	 as	 grounding	 interpretations	

























and	 personal	 abilities,	 questioning	 PPI	 members’	 potential	 for	 re‐
flexivity	 in	 their	 practice	 and	 their	personal	 capacities	 to	 increase	
their	PPI	activity.	Yet,	 the	researchers	themselves	already	took	on	
such	multiple	roles,	so	contradicting	the	necessary	logic	of	denying	







2.2 | Case 2: ‘My experiences matter’—the 
complexity of co‐research interviewing’
Co‐research	 is	 a	distinct	 form	of	PPI	activity	where	people	with	
lived	experience	of	the	condition	contribute	to	research	activities	


















the	 ethical	 review	body	 required	 that	 co‐researchers	 be	 informed	
and	 protected	 in	 the	 same	ways	 as	 research	 participants,	 namely	
provided	with	tailored	information	and	consent	forms.	These	were	
collaboratively	 developed	 with	 our	 PPI	 advisory	 committee.	 We	
question	the	equity	of	such	ethical	requirements	as	the	role	of	PPI	
advisory	member	does	not	 require	ethical	approval	or	governance	
oversight,	 even	 though	 these	members	might	 be	 asked	 to	 look	 at	
qualitative	data	and	findings	where	they	may	be	exposed	to	distress‐
ing	data	that	strongly	resonates	with	their	own	experience.
In	 co‐researching,	 people	 draw	 on	 their	 personal	 experiences	






Qualitative	 interviewing	 often	 exposes	 the	 researcher	 to	 in‐
tense	personal	accounts.	Such	accounts	may	particularly	resonate	
with	a	co‐researcher's	own	experiences	of	emotional	anxiety	and	
conflict	 in	 caring	 responsibilities.	 During	 our	 study,	 carer	 co‐re‐
searchers	reported	that	at	times	they	wanted	to	step	away	from	
the	 constraints	 of	 the	 interviewer	 role	 and	 offer	 advice	 to	 the	
people	they	were	interviewing.	The	urge	to	alleviate	participants’	
anxiety	 raised	 specific	 tensions	 for	 carer	 co‐reseacher	 D,	 who	
struggled	to	balance	the	objective	researcher	stance	with	their	ex‐
perience	of	empathy	as	a	fellow	carer.	This	case	raised	moral	and	
methodological	questions.	Morally,	 if	any	 interviewer	 (not	only	a	
co‐researcher)	holds	information	that	might	help	a	research	partic‐
ipant	in	distress,	they	might	be	obliged	to	pass	on	this	information,	
even	 if	 it	 impacts	on	project	 integrity.33	 In	 this	case,	 researcher‐
carer‐co‐researcher	debriefings	enabled	both	to	talk	about	differ‐
ing	 interviewer	roles	 in	an	 interview	situation.	They	agreed	they	
could	send	a	thank	you	letter	to	the	research	participant	with	ge‐
neric	information	on	support	groups	in	the	area,	including	one	the	
carer	co‐researcher	 ran.	This	provided	 information	while	 leaving	















During	 our	 co‐researcher	 interviews,	 four	 people	 were	 often	
present.	 In	most	 interviews,	 this	 did	 not	 impede	 interaction	man‐
agement:	 the	 carer	 co‐researcher	 led	 the	 interview,	 conversation‐
ally;	 the	 researcher	pursued	any	points	 relevant	 to	 the	 study,	 and	
where	 necessary,	 the	 carer	 promoted	 and	 reassured	 the	 person	
with	dementia	 about	participating.	However,	 in	one	 case,	 a	 friend	
of	the	person	with	dementia	was	present	and	it	was	the	carer	co‐re‐
searcher's	first	 interview,	so	nuanced	ways	of	working	had	not	yet	







tain	 research	 focus	 on	 the	main	 research	 participant's	 experience	
and	voice.	The	researcher's	reflective	summary	of	this	interview	re‐
ported	their	desire	to	intervene	to	‘get	the	interview	back	on	track’.	
The	 researcher,	where	 possible,	 re‐addressed	 questions	 answered	
by	the	friend,	directly	back	to	the	research	participant,	maintaining	
the	researcher's	academic	and	ethical	 instinct	to	maintain	ultimate	
control	 in	data	collection,	while	also	empowering	 the	voice	of	 the	
person	with	dementia.
We	involved	the	carer	co‐researchers	during	the	analysis	phase,	
sharing	 interview	 transcripts	 and	 then	 discussing	 their	 interpreta‐
tions	 of	 the	 data.	 Co‐researchers	 and	 the	 research	 team	 broadly	
agreed	on	the	meaning	of	the	data	and	the	main	themes.	There	were	
no	 difficulties	 in	 supporting	 carer	 co‐researchers	 to	 access	 tran‐
scribed	data,	yet	this	was	a	challenge	when	sharing	data	with	people	
with	dementia.
2.3 | Case 3: ‘Co‐research or validation—doing data 
analysis with people with dementia?’
Consistent	with	the	ethos	of	The	PRIDE	Study,	and	evident	in	our	
data,	was	recognizing	that	many	people	with	dementia	are	keen	to	








known	 to	 them	 as	 patients.	 The	Alzheimer's	 Society	 also	 shared	
information	with	their	research	advisory	group.	After	recruiting	in	
two	geographical	locations,	eight	people	with	dementia	agreed	to	
be	 involved	 in	 the	 co‐researcher	data	 analysis.	We	 ran	 two	con‐
secutive	 half‐day	 workshops	 with	 four	 people	 at	 each	 location.	
The	PPI	coordinator,	supported	by	NHS	research	staff	and	another	
qualitative	 researcher,	 facilitated	 each	 workshop	 and	 sustained	
the	 orientation	 of	 the	 person	 with	 dementia	 to	 the	 co‐research	
activity.
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As	 researchers,	we	had	 to	 consider	how	 to	 select	 and	present	
qualitative	 data	 so	 people	with	mild	 to	moderate	 dementia,	with‐
out	research	experience,	could	relate	to	 it.	The	analysis	 focus	was	
informed	 by	 key	 topics	 relevant	 to	 The	 PRIDE	 study	 interven‐
tion	manual.	Varying	presentation	methods	helped	make	qualitative	
interview	 data	 more	 accessible	 to	 lay	 people:	 data	 extracts	 were	
presented	as	either	single	sentence	quotes,	or	half‐page	case	stud‐
ies	or	 short	phrases.	Each	workshop	provided	 four	 short,	 focused	
activities.	In	two	activities,	co‐researchers	discussed	the	meaning	of	
single	sentences,	thereby	undertaking	interpretation	and	developing	








credibility	 of	 results	 in	 qualitative	 research.35Here	 we	 argue,	 we	
moved	beyond	such	validation	to	co‐research	analysis	as	the	co‐re‐
searchers	could	not	only	relate	to	the	experiences	of	the	research	
participants	 (a	 form	 of	 validation)	 but	 also	 recognize	 common	 ex‐



















PPI	members’	 activities.	We	 found	 PPI	members	 could	 undertake	
multiple	PPI	roles.	By	addressing	and	adjusting	the	dynamics	of	situ‐
ations,	we	could	enable	conflicting	voices	 to	be	heard,	 so	 improv‐












what	people	expected	 them	 to	do.	 In	our	 study,	 several	PPI	 carer	
colleagues	had	been	previously	involved	in	other	research	projects	




roles	 and	each	party	expressing	 their	 values	 can	help	PPI	process	
and	outcomes.36	This	highlights	 the	 responsibility	of	 academic	 re‐
searchers	 to	manage	 and	 guide	PPI	 processes,	while	 still	 ensuring	
equality	 of	 power	 and	 autonomy	 through	 recognizing	 individual	
accounts.	We	strived	to	create	spaces	and	activities	where	PPI	ac‐
counts	could	shape	research	outcomes;	however,	PPI	impacts	were	
small	 and	 locally	 located	within	 this	 study.	 Green37	 discusses	 the	






PPI	members	may	 not,	 and	 need	 not	 necessarily,	 represent	 all	
the	experiences	of	the	wider	population	 impacted	by	the	research	
project.	Rather,	PPI	knowledge	needs	to	be	understood	as	that	of	a	





interpreting	 qualitative	 data.	 Frankham39argues	 that	 those	 on	 the	
‘inside’	of	an	issue	have	‘a	different	epistemology	(way	of	knowing,	
TA B L E  1  Example	of	co‐researcher	interpretations	during	data	
analysis	with	people	with	dementia
Extract from interview data
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understanding,	 experiencing	 the	world)	 and	 that	 this	 needs	 to	 be	
taken	into	account	throughout	[our	emphasis]	the	research	process’	




this	 is	 not	made	explicit,	 neither	will	 there	be	 transparency	about	
who	may	have	had	the	most	powerful	voice	in	deciding	what	is	even‐
tually	 reported	 and	 published.	 GRIPP	 guidelines	 on	 reporting	 PPI	
provide	a	framework	for	highlighting	these	theoretical	dilemmas	but	
they	are	not,	as	yet,	widely	used.26
Co‐research	 is	 an	 emerging	method	of	working,	 particularly	 in	





encounters	 and	 the	 participatory	 and	 interpretive	 demands	 they	










be	 objective.	 While	 we	 addressed	 this	 retrospectively,	 providing	
post‐interview	 support	 to	 the	 co‐researcher,	 we	 suggest	 that	 the	












ple	with	 dementia	 in	 data	 analysis.	When	 the	 study	was	 commis‐
sioned	in	2014,	it	was	rarer	for	the	voice	of	people	with	dementia	to	
be	heard	outside	the	role	of	participant.	There	is	now	a	significant,	
appropriate	 and	 growing	 presence	 of	 people	 with	 dementia	 who	
help	shape	research.15,38	However,	there	are	practical	and	epistemo‐
logical	challenges	of	involving	people	with	dementia	in	co‐research	







We	 found	 that	 during	 co‐researcher	 analysis	 activities,	 people	
with	dementia	were	able	to	extend,	and	compare	and	contrast	the	
data	they	encountered.	As	often	found	in	PPI	groups,	activities	in‐
cluded	much	 talk	 around	 their	personal	 experiences	of	 living	with	
dementia.	 Those	who	organize	PPI	 activity	may	expect	 that	 a	PPI	
member	needs	to	justify	their	place	within	a	PPI	group	by	virtue	of	
their	 representative	 or	 connected	 experiences.	 Researchers	 often	
comment	on	this	requirement,	sometimes	stating	it	as	unreasonable	
that	 PPI	 members	 need	 to	 recount	 their	 experience	 as	 justifying	
their	 ‘qualification’	 for	 being	 in	 any	PPI	 role.	However,	 such	 inter‐





mentia	enabled	 them	to	see	 the	value	of	 their	experiences	and	 to	
gain	personal	 satisfaction	 from	being	part	of	 research.	This	builds	
on	 the	 work	 of	 Bartlett45	 who	 reported	 the	 personal	 benefits	 of	
being	actively	involved	in	such	citizenship	activities.	There	is	a	need	
to	explore	this	field	further	to	clarify	whether	and	how	the	positive	



















3.1 | Implications for future PPI work
The	key	implications	of	these	findings	are	to	make	transparent	those	





particular	 forms,	 in	dementia	 research.	The	complex	 language	and	
procedures	commonly	used	to	structure	and	regulate	the	PPI	roles	
potentially	exclude	experiences	from	those	with	dementia.
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PPI	activity	 involving	people	with	dementia	may	 require	specific	
preparation	to	ensure	accessibility	of	materials,	activities	and	venues.	
Such	 preparation	may	 require	 additional	 resources	 (time	 and	 finan‐






Reviewing	 and	 evaluating	 the	 diverse	 PPI	 roles	 and	 activities	
undertaken	 throughout	 a	 five‐year	 programme	 of	 research	 [xxx	
study]	has	enabled	those	involved	to	gain	a	nuanced	understand‐
ing	of	 the	challenge	of	meaningfully	embedding	PPI	 in	dementia	






their	 lived	 experiences,	 can	 bring	 new	 insights	 to	 research	 data	
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